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Since  1971,  the  RP  Foundation  Fighting 
Blindness  has  been  dedicated  to  it's 
mission  - to  discover  through  research,  the 
cause,  treatment  and  prevention  of  retinitis 
pigmentosa  and  other  inherited  retinal 
degenerations.  In  the  last  twelve  pears  it  has 
been  " people " who  have  been  our  strength. 

. . . The  board,  researchers,  volunteers, 'staff 
and  our  many  friends.  Together  we 
continuously  rededicate  our  efforts  to 
Fighting  Blindness. 


IN  TRIBUTE 


THOMAS  J.  RYAN 

1909-1983 


" Let's  work  for  the  coming  generation,” 

Tom  Ryan,  past  president  and  founder  of 
the  RP  Foundation  Fighting  Blindness 
Saginaw,  Michigan  Chapter,  lived  his  last 
years  by  this  creed. 

Totally  blind  from  RP  since  1958,  Tom 
encouraged  by  his  wife  Margaret,  continued 
to  be  an  inspiration  to  all  who  knew  him. 

In  1976,  he  joined  the  RP  Foundation 
Fighting  Blindness  family  and  reminded  us 
constantly  that  research  would  provide  the 
answers  for  our  children  and  our  children  s 
children. 

We  will  not  forget  his  message  nor  the 
warmth  of  his  friendship  and  the  generosity 
of  his  spirit. 

His  memory  will  be  long  revered  by  those 
he  touched  through  his  words  and 
deeds— and  they  are  many. 
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The  strength  of  the  RP 
Foundation  Fighting  Blindness 
is  people.  The  many  people 
who  have  come  together  over 
our  12  year  history  with 
extraordinary  commitment  and 
resolve  to  fight  blindness.  Our 
founders,  our  trustees,  our 
thousands  of  volunteers  and 
generous  donors,  our  staff,  and 
the  dedicated  researchers  we 
support — all  continue  to  be 
vital  participants  in  our  effort  to 
achieve  the  goal  which  first 
brought  us  together — 
research — the  search  to  find  the 
cause,  treatment  and 
prevention  of  inherited  retinal 
degenerative  diseases. 

In  1974  the  first  research 
center  devoted  to  the  study  of 
retinal  degenerations.  The 
Berman-Gund  Laboratory  at 
Massachusetts  Eye  and  Ear 
Infirmary,  Boston,  was 
dedicated  by  the  Foundation. 
Under  the  direction  of  Eliot 
Berson,  M.D.,  Professor  of 
Ophthalmology,  Harvard 
Medical  School,  this  center  has 
become  a major  contributor  to 
the  rapidly  growing  base  of 
scientific  knowledge  about 


Message  from  the 
Board  of  Trustees 


people  are  our  strength 


retinitis  pigmentosa  and  allied 
diseases.  This  year  the 
Foundation  dedicated  its  ninth 
laboratory,  the  Michael  M. 
Wynn  Center  for  the  Study  of 
Retinal  Degenerations  at  the 
Wilmer  Ophthalmological 
Institute  of  The  Johns  Hopkins 
Hospital  and  University, 
Baltimore,  Md.  Named  in 
memory  of  Michael  M.  Wynn, 
father  of  National  Trustee 
Stephen  Wynn,  this  laboratory 
is  under  the  direction  of  David 
A.  Newsome,  M.D.,  Assistant 
Professor  of  Ophthalmology, 
the  Johns  Hopkins  University. 
In  consort  with  the  other  eight 
research  centers,  this  new 
center  continues  the  search  for 
the  answers  to  these  sight 
stealing  diseases  which  affect 
almost  a half  million 
Americans. 

Our  search  for  the  answer 
this  year  led  us  to  the  Soviet 
Union  as  well.  Alan  Laties, 

M.D.,  Chairman  of  the 
Foundation's  National 
Scientific  Advisory  Board,  and 
Eliot  Berson,  M.D.,  accompanied 
by  both  Foundation  Executive 
Director  Dennis  L.  Hartenstine 
and  Edward  McManus,  Deputy 
Director  of  the  National  Eye 
Institute,  had  the  opportunity  to 
review  the  status  of  ENCAD, 
the  controversial  experimental 
treatment  for  retinitis 
pigmentosa  administered  at  the 
Helmholtz  Institute.  The  trip  to 
Moscow  sponsored  in  part  by 


NEI  included  five  days  of 
intensive  examination  of  the 
diagnostic  treatment,  follow-up 
procedures  and  data  of 
ENCAD.  The  final  report  by 
Drs.  Laties  and  Berson  clearly 
states  that  ENCAD  has  no 
proven  scientific  value.  At  our 
April  1983  Board  Meeting,  the 
trustees  unanimously  adopted 
this  report  and  its  conclusions 
as  the  official  position  of  the 
Foundation  concerning  the 
ENCAD  treatment. 

This  past  year  the 
Foundation  accelerated  its 
commitment  to  research  in 
other  ways  as  well.  The  retina 
donor  program,  begun  two 
years  ago,  now  includes  well 
over  one  thousand  potential 
donors,  and  most  importantly, 
has  already  resulted  in  the 
procurement  of  considerable 
human  retinal  tissues  which  is 
so  critical  to  the  progress  of  the 
research  program. 

At  its  meeting  in  June,  1983, 
the  Board  of  Trustees  resolved 
to  expand  beyond  nine  the 
number  of  qualified  research 
centers  to  which  it  would 
provide  support  in  the  coming 
fiscal  year  and  beyond.  The 
National  Scientific  Advisory 
Board  of  the  Foundation  was 
then  authorized  to  investigate 
additional  high  quality 
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research  funding  opportunities 
and  to  bring  its 
recommendations  back  to  the 
Board. 

To  ensure  the  availability  of 
funds  to  sponsor  an  expanded 
research  program,  the  National 
Board  of  Trustees  was  enlarged 
and  new  efforts  were  begun  in 
the  area  of  development  on  the 
national  level.  A major 
milestone  in  this  area  was 
achieved  with  the  very 
successful  dinner  dance  benefit 
at  the  Waldorf-Astoria  in  New 
York  City  on  September  20, 
1983.  Rand  Araskog,  Chairman 
and  CEO  of  the  ITT 
Corporation,  in  conjunction 
with  the  entire  ITT  family,  was 
presented  with  the 
Foundation's  Humanitarian 
Award.  Entertainment 
arranged  by  trustee  Stephen 
Wynn  and  provided  by  Frank 
Sinatra  and  Dean  Martin  made 
it  a success  all  the  way  around. 

Another  fund  raising 
milestone  was  achieved  during 
the  1983  fiscal  year  with  the 
Foundation's  affiliates 
(chapters  and  VIRC's)  for  the 
first  time  raising  more  than  one 
million  dollars  in  the 
aggregate.  New  affiliates  were 
added  this  past  year  in 
Northern  New  Jersey; 
Columbus,  Ohio;  West 


The  final  report  by  Drs.  Laties  and  Berson  issued  at  a press  conference 

in  Boston,  clearly  stated  the  ENCAD  has  no  proven  scientific  value. 


Virginia;  Delaware;  Vermont; 
Milwaukee,  Wisconsin;  and 
Ormond  Beach,  Florida,  as  this 
extraordinary  volunteer 
network  grew  from  strength  to 
strength. 

The  national  public 
awareness  program,  which  is  so 
essential  to  the  Foundation's 
research  mission  and  its 
supportive  goals  of  fund  raising 
and  human  services,  was 
stepped  up  considerably  this 
past  year.  This  led  to  a dramatic 
increase  in  the  number  of 
exposures  provided  the 
Foundation  by  all  types  of 
media  and  the  nearly  10% 
increase  in  the  number  of 
people  nationally  now  in 
communication  directly  with 
the  Foundation. 

During  this  past  fiscal  year 
the  Foundation  provided  more 
assistance  directly  and 
indirectly  to  persons  and  the 
families  of  persons  affected 
by  retinal  degenerative 
diseases  than  ever  before.  Some 
new  and  very  helpful 
programs,  such  as  the  Young 
Adult  Program,  were 
developed.  Much  attention  was 
also  given  to  improving  the 
range  and  depth  of  materials 
and  referrals  provided  to  the 
thousands  of  people  reaching 
out  to  the  Foundation  for  help 
in  dealing  with  the  often 
overwhelming  stresses  and 


anxieties  associated  with 
inherited  progressive 
blindness. 

As  we  review  the  progress 
made  by  the  Foundation 
described  in  this  annual  report, 
we  give  special  thanks  to  the 
many  people  who  have  made 
these  things  happen  and  whose 
combined  efforts  in  the  coming 
years  will  ensure  the 
Foundation's  achievement  of 
its  ultimate  goal. 


Jerome  S.  Cardin 
Chairman 


Gordon  Gund 

Vice-Chairman 


Bernard  Berman 

President 
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In  the  1982/1983  fiscal  year 
the  RP  Foundation  Fighting 
Blindness  took  many  steps  to 
strengthen  the  operational  and 
support  capabilities  of  the 
National  office.  These  increases 
in  capabilities  were 
accomplished  at  a very  modest 
increase  in  the  Foundation's 
expenses.  Although  during 
inflationary  periods  it  is 
particularly  difficult  to  halt 
spiralling  operating  expenses, 
the  Foundation  was  successful 
in  its  attempt  to  limit  costs  thus 
enabling  75%  of  total  revenue 
to  be  allocated  to  program 
services. 

Just  two  years  ago  the  eye 
donor  program  was  begun  by 
the  Foundation  with  the 
determined  objective  of 
making  human  retinal  tissue 
(both  affected  and  unaffected) 
available  to  appropriate 


Report  of  the 
Executive  Director 

the  thousands  of  people 
who  make  it  all  possible 


research  centers  in  quantity 
and  condition  never  before 
possible.  Maintenance  and 
development  of  the  eye  donor 
records  and  the  coordination  of 
the  logistics  so  critical  to 
obtaining  this  tissue  in  a way 
optimum  to  the  overall 
research  effort  is  the  direct 
responsibility  of  the  staff  at  the 
National  office.  This  support 
activity,  so  essential  to  the 
progress  of  the  overall  retinal 
degenerations  research  effort,  is 
now  functioning  very 
effectively.  The  program  has 
already  begun  to  have  an 
impact  on  our  research  efforts: 
nine  valuable  eye  donations 
have  been  distributed  to 
research  centers  supported  by 
the  Foundation.  It  proves  that 
our  tissue  retrieval  system  is 
operating  effectively — a 
mechanism  in  which  90  eye 
banks,  nine  research  centers, 
numerous  hospitals  and  a 
special  24-hour  answering 
service  all  play  crucial  roles.  So 
important  is  the  eye  banks' 
participation  that  the 
Foundation  has  sent 
representation  to  the  national 
and  regional  meetings  of  the 
Eye  Bank  Association  of 
America  (EBAA)  to  prepare  eye 
banks  for  the  essential  function 
they  perform  in  our  research 
program.  We  are  grateful  to  the 


participating  eye  banks  and 
thank  them  for  their 
contribution.  Registered  donors 
received  their  first  in  a series  of 
update  reports  detailing  the 
significance  of  each  donor  eye 
that  has  been  studied  to  date. 

Another  step  to  improve  our 
operational  and  supportive 
capabilities  was  accomplished 
with  computerization  which 
streamlines  accounting 
procedures,  ensures  more 
efficient  and  accurate 
management  of  membership 
records  and  significantly 
enhances  the  ability  of  the 
Foundation  to  communicate 
regularly  and  thoroughly  with 
its  thousands  of  generous 
donors  and  friends.  In  spite  of  a 
lackluster  economy,  immediate 
results  were  gratefully  realized 
as  the  Foundation  was  the 
beneficiary  of  an 
unprecedented  fall  and  spring 
membership  and  mail 
campaign. 

During  the  year  the 
Foundation's  Development 
Department  was  completely 
reorganized.  The  new  National 
Development  office  is  now  far 
better  prepared  to  assist 
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Another  step  to  improve  our  operational  and  supportive 
capabilities  was  accomplished  with  computerization. 


chapters  with  their  fund  raising 
efforts  on  a local  level  and  to 
ensure  much  greater  fund 
raising  success  on  a national 
level — including  special 
events,  mail  appeals,  corporate 
and  foundation  solicitation.  An 
example  of  this  new  capability 
was  the  recent  highly 
successful  dinner  dance  benefit 
at  the  Waldorf-Astoria  in  New 
York  City  on  September  20, 
1983.  During  the  preceding 
spring  and  summer  months, 
the  Foundation's  professional 
development  staff  worked  on 
the  planning  and  extensive 
logistical  follow-up  for  this 
dinner  in  close  coordination 
with  Mr.  John  McGillicuddy, 
Chairman  of  Manufacturers 
Hanover  Corporation,  who 
served  as  Chairman,  Mrs. 
Patricia  Kluge,  Honorary 
Chairperson,  and  Mrs.  Elaine 
Wynn,  Chairperson  of  the 
Women's  Committee.  This 
cooperative  effort  among  very 
experienced,  energetic 
volunteers  and  the 


Foundation's  professional  staff 
led  to  a sell-out  crowd  for  the 
dinner  of  more  than  1,400 
people.  This  coupled  with  a 
most  successful  program  and  ad 
book  produced  an 
unprecedented  net  profit  from 
the  dinner  of  more  than 
$500,000  for  research  to  fight 
blindness. 

These  are  but  a few  of  the 
ways  in  which  the  capabilities 
of  the  Foundation's  National 
office  were  improved  this  past 
fiscal  year.  Others  are  described 
further  on  in  this  report, 
particularly  the  areas  of  human 
services,  public  awareness,  and 
education.  While  all  of  these 
efforts  rely  on  the  commitment 


and  dedication  of  the 
professional  staff  at  the 
National  office,  none  of  them 
would  mean  anything  without 
the  active  interaction, 
oversight,  and  involvement  of 
thousands  of  concerned 
people — the  thousands  of 
people  who  make  it  all  possible. 


Dennis  L.  Hartenstine 

Executive  Director 


OFFICERS  AND  TRUSTEES 

Jerome  S.  Cardin 
Chairman 

Gordon  Gund 
Vice  Chairman 

Bernard  Berman 
President 

Louise  Boardman 
Herbert  J.  Brauer 
Juan  C.  Cappello 

Shoshana  Cardin 

Robert  D.  Cleveland 
Irving  W.  Cushner 
David  Finkelstein 


Daniel  Freedman 

William  J.  Chatlos 

Senior  Vice  President 

Secretary 

SallieW.  Cushner 

Alexander  Yankelove 

Vice  President  & Treasurer 

Counsel 

Beverly  Berman 

Vice  President 

Edward  H.  Gollob 
Leonard  Gordon 

Dean  Green 

Lura  Gund 

Will  D.  Jackson 

Murray  A.  Klein 

Allen  Quille 

Ann  Rasch 

Stanley  Rosenberg 
George  L.  Russell,  Jr. 
Moira  Shea 

Stephen  A.  Wynn 

This  year,  the  Human 
Services  Program  was  greatly 
expanded  not  only  to  serve 
persons  affected  with  retinal 
degenerative  diseases  but  also 
to  provide  supportive  materials 
to  professionals  whose  clients 
and  patients  are  affected  by 
retinal  degenerations. 

Six  new  Volunteer 
Information  Resource  Centers 
(VIRCs)  were  instituted  in 
Columbus,  Ohio;  West 
Virginia;  Delaware;  Vermont; 
Milwaukee,  Wisconsin;  and 
Ormond  Beach,  Florida, 
bringing  the  total  number  of 
VIRCs  in  the  United  States  up 
to  twenty-two.  A more 


Human  Services 

dedicated  to 
serving  people 


extensive  initial  packet  is  now 
prepared  for  prospective 
VIRCs,  the  application  process 
was  reassessed  and  modified, 
and  the  comprehensive 
Information  and  Referral 
(I  & R)  file  maintained  by  all 
affiliates  was  updated  and 
revised.  Health  fair  exhibitions 
by  numerous  VIRCs  provided 
an  important  public  education 
tool  in  a number  of  local 
communities  and  identified 
many  people  with  retinal 
degenerations  who  were  added 
to  our  registry. 

The  past  year  saw  a 10% 
increase  over  the  preceding 
year  in  inquiries  received  by 
the  National  office:  nearly  3900 
people  requesting  information 
were  acknowledged.  Fifteen 
new  or  revised  information 
pamphlets  were  developed  and 
printed  in  large  type.  As  a 
result  of  increasing  numbers  of 
RP  public  service 
announcements  through  the 
United  States,  numerous 
inquiries  coming  through  our 
toll-free  Wats  number 
(800-638-2300)  are  handled 
daily. 

The  Young  Adult  Program 
Steering  Committee 
established  only  last  year 
convened  once  again  in 
October  to  outline  the  direction 
of  future  projects.  Some  1500 
agencies  serving  the  visually 
impaired  were  sent 
information  on  the  program. 


and  many  have  responded  by 
sending  names  of  young 
people  wishing  to  participate. 
The  pen-pal  program  is 
thriving  and  has  been 
expanded  to  include  some  134 
young  correspondents.  In 
addition  to  printing  and 
distributing  two  issues  of  the 
Communique  to  the  more  than 
700  young  adults  on  YAP's 
mailing  list,  the  most  ambitious 
undertaking  of  the  Young 
Adult  Program  has  been 
implementing  the  Telephone 
Network  System.  It  was 
designed  so  that  young,  trained 
volunteers  with  retinal 
degenerations  can  provide 
experience-sharing  and 
self-help  when  contacted  by 
other  young  adults  seeking 
support,  encouragement,  and  a 
friendly  listening  ear.  A 
weekend-long  rigorous 
Telephone  Network  training 
workshop  at  the  University  of 
Maryland  in  June  brought 
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together  16  young  volunteers 
and  six  professionals  from  all 
over  the  United  States. 

The  1984  fiscal  year  holds 
several  exciting  opportunities 
for  Human  Services  including 
the  Usher's  Syndrome 
Network.  The  network  will 
attempt  to  put  families  in  touch 


well  as  sight.  Additional 
resource  materials  are  being 
developed  for  distribution 
throughout  the  country  and 
plans  for  a second  National 
International  Conference  to  be 
held  in  1985  have  begun. 

(Continued  on  Page  8) 
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Each  year  a brief  summary  of 
selected  research  initiatives  has 
been  presented  in  this  section  of  our 
Annual  Report  prepared  by  Alan 
Laties,  M.D.,  Chairman  of  the 
Scientific  Advisory  Board. 

This  year  Dr.  Laties  has  taken 
the  opportunity  to  focus  his  report 
on  one  of  the  lesser  knoum  activities 
of  the  Foundation:  the  RP 
Workshop. 

Based  on  the  premise  that 
exchange  of  information  is 
crucial  to  research  progress,  the 
Foundation  over  the  last  decade 
has  sponsored  a series  of 
symposia  and  workshops.  In 
May  1983,  more  than  75 
scientific  investigators  were 
invited  to  attend  a workshop  in 
Sarasota,  Florida. 

Two  major  topics  were  taken 
up:  immunology  and 
recombinant  DNA.  Each  topic 
has  been  much  discussed  in 
recent  years  in  reference  to 
retinitis  pigmentosa.  Yet 
neither  has  to  date  made  a 
contribution  to  our 
understanding. 


Research 

our  dedicated  researchers 
continue  to  search 


Recombinant  DNA  Probes 
and  Retinitis  Pigmentosa 

Recombinant  DNA  probes 
are  of  first  relevance  to 
diagnosis.  At  the  Workshop, 
Joram  Piatigorsky,  Ph.D.,  Chief 
of  the  Laboratory  of  Molecular 
and  Developmental  Biology  at 
the  National  Eye  Institute,  gave 
a lucid  presentation  of  the 
nature  and  limitations  of  the 
methods  as  they  are  presently 
used.  He  also  made  suggestions 
as  to  future  direchons  in  which 
the  field  might  develop,  and 
how  the  retinitis  pigmentosa 
research  effort  could  be 
enhanced  through  adoption  of 
these  techniques.  Two  research 
initiatives  are  already 
underway  in  this  field.  The  first 
was  described  by  Alan  Wright, 
M.D.  of  Edinburgh,  Scotland. 
Dr.  Wright  seeks  to  define  the 
locus  (place)  on  the 
X-chromosome  where  the 
defect  in  RP  is  expressed  in  the 
X-linked  condition.  Before  a 
result  is  achieved  in  these 
experiments,  literally 
thousands  of  procedures  must 
be  done.  Since  they  are  done  in 
sequence,  projects  of  this  type 
are  of  long  duration.  Dr.  Wright 
estimated  that  it  will  take  him 
five  years  to  complete  his  study. 
Moreover,  his  work  would  not 
be  possible  without  patient 
cooperation.  With  the 
collaboration  of  Drs.  Marcel 
Jay,  Sara  Bundy,  and  Alan  Bird, 
who  by  dint  of  substantial 


effort  have  defined  extensive 
family  trees  of  X-linked 
retinitis  pigmentosa  patients  in 
Great  Britain,  blood  samples  are 
obtained  for  this  project.  A 
parallel  laboratory  effort  is  in 
progress  at  the  University  of 
Texas  in  Houston  where 
Stephen  Daiger,  Ph  D.  is 
characterizing  the  gene  locus 
for  dominant  retinitis 
pigmentosa.  Again  the  work 
depends  on  accurate  diagnosis, 
in  this  instance  by  Charles 
Garcia,  M.D.  and  Richard 
Lewis,  M.D.,  with  subsequent 
acquisition  of  blood  samples 
from  patients  with 
well-defined  retinitis 
pigmentosa  pedigrees. 


(Continued  on  Page  10) 


Research  (continued) 


Immunology  and 
Retinitis  Pigmentosa 

The  immunology  workshop 
comprised  six  different  topics. 
Their  common  theme  was  an 
attempt  to  define  in  the  blood 
of  patients  with  retinitis 
pigmentosa  some  distinctive 
characteristic.  Such  an 
alteration  might  be  found  in 
one  or  another  of  the  white  cell 
types  such  as  lymphocytes,  in 
circulating  antibodies,  or  in  one 
or  another  of  the  special 
proteins  called  lymphokines 
elaborated  by  blood  cells  after 
specific  stimulation.  Interferon 
is  one  example  of  a 
lymphokine.  Although  at 
present  no  defined 
immunological  abnormality 
has  been  proven  to  exist  in 
retinitis  pigmentosa,  several 
strands  of  evidence  were 
presented  such  as  to  justify  an 
intensive  research  effort  to 
explore  the  possibilities  for  this. 

In  addition  to  these  two 
major  research  themes, 
individual  presentations  were 
given  on  other  research  topics 
of  special  relevance.  Joann 
Boughman,  Ph.D.,  presented 
her  plans  and  progress  for  the 
genetic  registry.  Dr.  Colin 
Kemp  brought  the  group 
up-to-date  on  the  development 
of  the  fundus  reflectometer. 

This  device,  which  measures  the 
rhodopsin  (visual  pigment) 
level  in  the  living  eye  in 
harmless  fashion,  is  now  fully 
developed  and  working.  In 
fact,  it  is  planned  to  build  a 
second  machine  for  use  at  the 
Department  of  Ophthalmology 
of  the  University  of  Miami 


Medical  School.  David 
Papermaster,  M.D.  Professor  of 
Pathology  at  Yale  University 
Medical  School,  described  the 
hereditary  retinal  degeneration 
that  exists  in  the  Wag/Rij  rat. 
Dr.  Papermaster  has  raised  a 
colony  of  these  rats  and  is 
making  them  available  for 
retinitis  pigmentosa  research. 

In  addition,  presentations  were 
given  on  potential 
abnormalities  of  lipids  in  the 
blood  of  RP's.  Again,  the 
presence  or  absence  of 
abnormalities  are  in  question 
and  are  not  proven.  Yet,  as  in 
the  case  with  the  assertion  of 
potential  immunological 
defects,  investigation  of  this 
topic  is  fully  merited. 

Lastly,  all  eight  of  the 
institutions  holding  center 
grants  reported  on  research 
progress  and  future  plans.  An 
open  discussion  was  held  after 


each  of  the  reports.  From  such 
discussion  the  group  got  a 
sense  of  the  breadth  of  the  RP 
research  effort  underway. 

Many  helpful  suggestions  were 
made.  It  should  be  added  that  at 
workshops,  scientists  meet  and 
exchange  information  both 
formally  as  just  described  and 
informally  as  well.  Frequently, 
informal  talks  over  meals  lead 
to  shared  projects  and  new 
initiatives.  Certainly  taken  as  a 
whole,  meetings  of  this  type 
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Research  Grants 


1982-83  1983-84 

Grant  Commitment 


CENTER  GRANTS 


Berman-Gund  Laboratory  for  the  Study 
of  Retinal  Degenerations  at  the 
Massachusetts  Eye  and  Ear  Infirmary , 
Harvard  Medical  School,  Boston , Ma. 


Eliot  L.  Berson,  M.D.,  Principal 
Investigator,  Ross  B.  Edwards,  Ph.D.; 
Bernard  Rosner,  Ph.D.;  Michael  A. 
Sandberg,  Ph.D.;  Susan  Y.  Schmidt, 
Ph  D.;  R.  Bruce  Szamier,  Ph  D. 


$150,000 


Addition  to  the  Berman-Gund  Laboratory  12,717 

The  New  York  University  Medical  Ronald  Carr,  M.D.,  Principal  Investi- 

Center,  New  York,  N.  Y.  ' gator;  Vivian  Greenstein,  Ph  D.;  Kenneth 

Noble,  M.D.;  Harris  Ripps,  Ph.D.; 

William  Seiple,  Ph.D.;  Irwin  Siegel, Ph  D. 


Michael  M.  Wvnn  Center  for  the 
Study  of  Retinal  Degenerations,  The 
Wilmer  Institute  of  The  Johns  Hopkins 
Hospital  & University,  Baltimore,  Md. 

College  of  Physicians  & Surgeons, 
Columbia  University,  New  York,  N.  Y. 


David  A.  Newsome,  M.D.,  Principal 
Investigator;  Rubin  Adler,  M.D.;  A.  Tyl 
Hewitt,  Ph  D.;  Irene  Maumenee,  M.D. 
^Building  Fund 

Peter  Gouras,  M.D.,  Principal  Investi- 
gator; Mary  Flood,  Ph.D.;  James  Haley, 
Ph.D.;  Cynthia  MacKay,  M.D.;  Robin 
Schwartz,  M.S. 


105,015* 


75,500 


University  of  Illinois  Eye  & Ear 
Infirmary,  Chicago,  111. 


Gerald  Fishman,  M.D.,  Principal 
Investigator;  Robert  J.  Anderson,  Ph.D.; 
Norman  P.  Blair,  M.D.;  Robert  L. 
Hendricks,  Ph.D.;  Paul  Kilbride,  Ph.D.; 
Mark  O.  M.  Tso,  M.D.;  Ran  Zeimer, 
PhD. 


University  of  Maryland,  Division  of  Joann  Boughman,  Ph  .D.,  Principal 

Human  Genetics,  Baltimore,  Md.  Investigator;  Walter  E.  Nance,  M.D.,  37,679 

Ph.D.,  Consultant. 


Jules  Stein  Eye  Institute  of  the 
University  of  California  at  Los  Angeles, 

Los  Angeles,  Ca. 


Institute  of  Ophthalmology;  University 
of  London,  Moorfields  Eye  Hospital, 

London,  England 


Debora  Farber,  Ph.D.,  Principal  Inves- 
tigator; Dean  Bok,  Ph.D.;  Michael  O. 
Hall,  Ph  D.;  John  Heckenlively,  M.D., 
Joseph  Horwitz,  Ph.D.;  Richard  Lolley, 
Ph.D.;  Roberta  Meyers-Elliott,  Ph.D. 

John  Marshall,  Ph.D.,  Principal 
Investigator;  Alan  Bird,  M.D.,  F.R.C.S., 
Principal  Investigator;  Geoffrey  Arden; 
Michael  Boulton;  W.  J.  Ernst;  David 
Faulkner;  Fred  Fitzke;  Marcel  Jay;  Colin 
Kemp;  John  Mellerio;  Mary  Voaden. 


97,415 


70,276 


Cullen  Eye  Institute,  Baylor  College  of 
Medicine;  Hermann  Eye  Center,  The 
University  of  Texas  Health  Science 
Center,  Houston,  Tx. 


Appropriation  for  New  Centers 


Joe  G.  Hollyfield,  Ph.D.,  and  Charles 
A.  Garcia,  M.D.,  Co-Principal 
Investigators; Robert  E.  Anderson, 

M.D.,  Ph.D.;  Scott  Basinger,  Ph.D.; 

C.  David  Bridges,  Ph.D.;  Stephen  Daiger,  145,304 
Ph.D.;  Ramon  Font,  M.D.;  Jack  T. 

Holladay,  M.D.;  Frank  Kretzer,  Ph.D.; 

Richard  Lewis,  M.D.;  Harry  Sperling, 

Ph.D.;  Samuel  Wu,  Ph.D. 


$155,000 

69,500 

52.000 

200,000* 

82.000 

60,000 

45.000 

115,500 

83.000 

147.000 

150.000 
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OTHER  ACTIVITIES 
Animal  Facility 


1982-83 

Grant 


1983-84 
Commitment 


For  the  acquisition,  care  and  distribution 
ot  dogs  with  hereditary  retinal 
degenerations.  The  dogs  are  kept  at 
Federated  Medical  Resources, 
Honeybrook,  Pa. 


20,000  43,000 


Scientific  Workshop 


Scientists  with  an  interest  or  involve- 
ment in  RP  Research  participated  in  a 

workshop  to  discuss  immunology,  DNA  26,327  36,000 

and  RP  current  research  held  in  Sarasota 
Fla. 


Retina  Donor  Program 


Scientific  Conferences 


A national  program  to  provide 
normal  and  RP  donor  eyes  for 
scientific  study. 

Travel  support  for  RP  Researchers  to 
participate  in  conferences. 


21,852  40,000 

2,600 


Small  Grants 


Anne  B.  Fulton,  M.D.,  Children's 
Hospital  Medical  Center,  Boston,  Ma.; 

Somes  Sanyal,  Ph  D.,  Erasmus  University, 

The  Netherlands;  David  A.  Newsome, 

M.D.,  Michael  M.  Wynn  Center  for  the 
Study  of  Retinal  Degenerations,  The 
Johns  Hopkins  Hospital  and 
University,  Baltimore,  MD;  David 

Birch,  Ph.D.,  Retina  Foundation  of  the  21,948  20,000 

Southwest,  Dallas,  Tx.;  Matthew  La  Vail, 

Ph.D.,  U.C.  at  San  Francisco;  Dr.  Harold 
Ginsberg,  U.C.  at  San  Francisco;  Michael 
F.  Marmor,  M.D.,  Stanford  University 
Medical  Center,  Stanford,  Ca.;  Raju 
Pullarkart,  Ph.D.,  Institute  for  Basic 
Research  in  Mental  Retardation, 

Staten  Island,  N.Y. 


CAREER  DEVELOPMENT  AWARDS  (2) 

Samuel  G.  Jacobson,  M.D.,  Ph.D.  Clinical  and  research  training  in 

(M.E.E.I.,  Boston)  preparation  for  a career  in  the 

Paul  Sieving,  M.D.,  Ph.D.  study  of  retinal  degenerations. 

(U.C.  at  San  Francisco) 


104,883  103,000 


FELLOWSHIP 

C.  La!  Kapoor,  Ph.D.  Biochemistry  of  the  retinal 

NIH,  Bethesda,  Md.  degeneration  of  the  Irish  Setter 

dog  (assigned  to  the  laboratory  of  10,583 

Gerald  Chader,  Ph.D.,  at  the 
National  Eye  Institute). 
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A “Hero"  is  one  who  is 
endowed  with  great  courage 
and  strength.  Our  volunteers 
who  tirelessly  give  of 
themselves  are  the  true  heroes 
of  the  RP  Foundation  Fighting 
Blindness. 

Since  1971,  our  volunteer 
network  has  grown  in  numbers 
from  a handful  of  caring  people 
to  include  more  than  35,000 
involved  individuals  who 
demonstrate  their  support  and 
dedication  to  our  common 
cause — Fighting  Blindness. 

The  60  local  affiliates  form 


Vblunteer  Network 

the  true  heroes... 
working  today  for  the  future 


the  base  of  the  Foundation's 
structure,  emotionally  and 
financially.  Through  benefits, 
aerobathons,  marathons,  golf, 
tennis  and  other  special  events, 
their  resourcefulness  in  raising 
funds  is  infinite.  They  are  the 
heart  of  this  organization.  This 
year  their  efforts  raised  over 
$1,000,000  to  further  the 
research  program  in  the  study 
of  retinal  degenerations. 

But  this  is  only  half  of  their 
story.  They  provide 
information  to  their 
communities  regarding  RP  and 
allied  retinal  degenerative 
diseases  and  are  instrumental  in 
helping  identify  others  who  are 


affected  by  these  diseases.  They 
offer  solace,  knowledge  and 
most  important,  they  offer 
hope  to  those  affected  by 
retinal  degenerations,  their 
families  and  to  each  other.  They 
are  strong,  vital  and  essential  to 
the  Foundation's  mission. 

When  the  goals  of  the 
Foundation  are  realized,  these 
men  and  women,  its  volunteers 
working  today  for  the  future, 
will  be  the  true  heroes  of  the 
struggle  against  RP  and  allied 
retinal  degenerations. 

Volunteer  network  has 
grown  in  numbers  to 
include  more  than  35,000 


A few  families  to  15,000 


1971-1978 
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The  Public  Awareness 
Program  soared  to  new  heights 
this  past  year  by  introducing 
new  materials  and  information 
in  an  intensified  effort  to  fulfill 
its  mission — educating  the 
public. 

A new  slide  series  was 
developed  to  illustrate  the  RP 
Foundation  Fighting  Blindness 
story.  Actor  Orson  Welles 
graciously  narrated  the  ten 
minute  script  which  outlines 
the  Foundation's  history, 
mission  and  research  efforts. 

The  conclusions  of  a United 
States'  government  sponsored 
fact-finding  mission  to  Russia 
on  ENCAD  (the  controversial 
experimental  treatment  for  RP) 
were  released  by  the 
Foundation  at  a national  press 
conference  held  at 
Massachusetts  Eye  and  Ear 
Infirmary,  where  the 
Berman-Gund  Laboratory  for 
the  Study  of  Retinal 
Degenerations  is  located.  Drs. 
Alan  Laties  and  Eliot  Berson 


Public  Awareness 


educating  the  public 


told  more  than  fifteen  national 
media  representatives  that  “the 
treatment  has  no  proven 
value".  It  resulted  in  several 
national  and  syndicated 
television  and  radio  stories  and 
more  than  150  magazine  and 
newspaper  articles  from  over  35 
states. 

The  Public  Awareness 
Department  increased  its 
activities  in  support  of 
Daylight-Savings  Time 
legislation  and  testified  before 
both  the  United  States  House  of 
Representatives  and  Senate 
Committee  hearings.  The 
proposed  legislation  attracted 
national  media  attention  and 
resulted  in  more  than  100 
stories  across  the  country. 

Ms.  Juliet  Prowse  acted  as 
this  year's  National  Honorary 
Chairperson  and  supported  our 
public  awareness  efforts  with 
her  many  talents.  We  again 
created  and  released  the  very 
popular  celebrity  public  service 
announcement  record  to  more 
than  2,000  radio  stations  with 
excellent  results.  The  portable 
display  illustrating  the 
Foundation's  story  was  updated 
and  is  available  for  use  by  the 
affiliates  at  local  events. 

We  are  very  grateful  to  the 
National  Football  League  who 
generously  allowed  us  to 
release  the  Phil  Simms'  (N.Y. 
Giants)  spot  and  for  their 
continued  commitment  to  the 
Foundation.  The  National 
Hockey  League  again 
supported  our  mission  by 


providing  us  with  the 
opportunity  to  produce  a new 
radio  and  television  public 
service  announcement  with 
Lou  Nanne,  General  Manager 
of  the  Minnesota  North  Stars. 
The  spot  aired  during  the 
Stanley  Cup  Play-offs  on  cable 
stations. 

The  Ad  Council,  Inc.  again 
included  the  Foundation's 
public  awareness  campaigns  in 
their  Bulletin  resulting  in 
additional  valuable  media 
exposure  all  over  the  nation. 

Kudos  go  to  our  Chapter  and 
VIRC  volunteers  who  once 
again  used  ingenuity  and 
resourcefulness  to  augment  our 
public  awareness  efforts  on  the 
local  level. 

In  the  coming  year  plans 
have  been  initiated  to  increase 
the  Foundation's  involvement 
in  the  sports  community  by 
once  again  participating  in  the 
public  service  programs  of  both 
the  NFL  and  NHL,  and  for  the 
first  time  with  the  National 
Basketball  Associations.  In 
addition,  a new  generic 
television  spot  will  be 
produced  as  well  as  an 
extended  outreach  to  the  media 
in  the  local  areas  by  way  of 
print  materials. 
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The  portable  display  illustrating  the  Foundation's  story  was 
updated  and  is  available  for  use  by  the  affiliates  at  local  events. 


Celebrity  public  service  announcement  record  was  released  to  more  than  2,000  radio  stations. 


Ron  Glass  Victoria  Principal  Phil  Simms  Loni  Anderson  Walter  Matthau 
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The  RP  Foundation  Fighting 
Blindness  is  wholly  dependent 
on  public  support  to  achieve 
our  mission — Fighting 
Blindness.  We  receive  no 
federal  or  state  government 
grants  and  it  is  only  through 
our  many  friends  and  dedicated 
volunteers  that  we  are  able  to 
fund  research  into  the  study  of 
RP  and  other  inherited  retinal 
degenerations. 

This  past  year,  we  witnessed 
an  increase  in  public 
participation  for  which  we  are 
especially  grateful,  recognizing 
that  economic  conditions  made 
charitable  contributions  more 
precious  than  ever. 

The  Foundation  is 
committed  to  the  principal  of 
full  public  disclosureof  all  of  its 
activities.  We  take  pride, 
therefore,  in  reporting  to  the 
public  the  results  of  our 
operations,  together  with  our 
financial  position,  on  a 
comparative  basis,  for  the  year 
ended  June  30, 1983. 


Treasurer’s  Message 

an  increase  in 
public  participation 


In  fiscal  1982-83,  total  public 
support  and  revenue  of 
national  headquarters  and  its 
affiliated  chapters  amounted  to 
$1,966,611.,  an  18%  increase 
over  fiscal  1982.  Once  again, 
this  growth  was  made  possible 
by  the  dedication  and 
commitment  of  our  volunteer 
network  and  the  contributions 
of  many  individuals, 
foundations  and  corporations. 

We  are  very  proud  to  report 
of  the  total  revenues  in  fiscal 
1983, 75%  was  expended  for  our 
program  services  (including 
56%  for  research — 6%  increase 
over  last  fiscal  year),  only  9% 
was  expended  for  management 
and  general  expenses  and  1 1% 
for  fund  raising  expenses.  The 
total  of  the  percentage  is  95% 
due  to  a $95,896  excess 
resulting  principally  from  an 
increase  in  gifts  restricted  to 
specific  future  research 
commitments. 

The  Board  of  Trustees  has 
approved  planned 
expenditures  for  awards  and 
grants  to  research  facilities  and 
support  of  other  specific 
research  programs,  in  addition 
to  the  grant  awarded  to 
Harvard  University  in  1980,  for 
the  three  years  ending  June  30, 
1986,  approximately  $4,650,000. 
Accordingly,  the  Board  has 
designated  the  total 
unrestricted  current  funds 
balance  of  $893,661  at  June  30, 


1983,  for  research  purposes.  It  is 
expected  that  expenditures 
under  these  research  programs 
will  approximate  $1,500,000  for 
the  year  ending  June  30, 1984. 

Our  combined  financial 
statements  have  been  prepared 
in  conformity  with  generally 
accepted  accounting  principles 
for  voluntary  health  and 
welfare  organizations  and  have 
been  audited  by  Peat,  Marwick, 
Mitchell  & Co.,  Inc., 
independent  certified  public 
accountants. 

The  RP  Foundation  Fighting 
Blindness  meets  the  standards 
of  the  National  Information 
Bureau  and  the  eligibility 
criteria  set  forth  by  the  Office  of 
Personnel  Management  for 
participation  in  the  Combined 
Federal  Campaign.  The 
Foundation's  programs 
continue  to  be  recommended  to 
the  media  by  the  Advertising 
Council,  Inc. 

The  national  headquarters 
budget  is  reviewed  and 
approved  by  the  Board  of 
Trustees. 


Sallie  W.  Cushner 
Vice  President  & Treasurer 


18 


Future 

Research 

Commit- 


How  Your  Investment 


was  made  in  FY  1983 
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& General 


NATIONAL  RETINITIS 
PIGMENTOSA 

AND 

AFFILIATED  CHAPTERS 

Combined  Statement  of 
Support,  Revenue  and 
Expenses  and  Changes  in 
Fund  Balances 

Year  ended  June  30, 1983,  with 
comparative  totals  for  1982 


Financial  Statement 


Public  support  and  revenue: 

Public  support: 

Contributions  received  from  individuals, 
corporations  and  foundations 
Special  events,  net  of  direct  costs  of  $241,995 
in  1983  ($178,260  1982) 

Allocated  by  federated  fund-raising  organizations 

Total  public  support 

Grant  from  governmental  agency 
Interest  income 

Total  public  support  and  revenue 


Expenses: 

Program  services: 

Research 

Public  health  education 
Human  services 

Total  program  services 

Supporting  services: 

Management  and  general 
Fund  raising 

Total  supporting  services 


Total  expenses 


Excess  (deficiency)  of  public  support  and 
revenue  over  expenses 


Other  changes  in  fund  balances — office  furniture  and 
equipment  acquisitions  from  unrestricted  current  funds 

Fund  balances  at  beginning  of  year 


Fund  balances  at  end  of  year 


For  a complete  copy  of  the  audited 
combined  financial  statements  as  of  and 
for  the  year  ended  June  30, 1983, 
please  write  to  the  National  Headquarters. 


20 


1983 


Current  funds 

Building  and 

Total  all  funds 

1 983  

Unrestricted 

Restricted 

equipment  fund 

$ 800,932 

172,538 

973,470 

838,498 

642,282 

— 

— 

642,282 

449,418 

152,246 

— 

— 

152,246 

142,640 

1,595,460 

172,538 

1,767,998 

1,430,556 

— 

— 



100 

99,144 

99,469 

— 

198,613 

236,792 

1,694,604 

272,007 

1,966,611 

1,667,448 

983,946 

110,169 

1,419 

1,095,534 

826,045 

193,029 

6,806 

3,122 

202,957 

414,421 

173,437 

6,806 

3,690 

183,933 

154,045 

1,350,412 

123,781 

8,231 

1,482,424 

1,394,511 

164,685 

1,689 

2,270 

168,644 

196,241 

213,140 

1,689 

3,689 

218,518 

152,885 

377,825 

3,378 

5,959 

387,162 

349,126 

1,728,237 

(33,633) 

(74,591) 

1,003,114 

$ 894,890 

127,159 

144,848 

420,625 

565,473 

14,190 

(14,190) 

74,591 

26,846 

87,247 

1,869,586 

1,743,637 
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Affiliates 


ALABAMA 
Birmingham  Chapter 

Mrs.  Helen  Bunkin/119  Hillsdale 

Road /Birmingham,  Alabama 

35213 1(205)  879-0259  ( Home)/ (205)  871-1027 

(RP  Photic) 

Mobile  Chapter 

Mr.  Tom  Wilson,  President/ 1018  Woodside 
Drive,  East /Mobile,  Alabama 
36608 /(205)  34.3-6944  (Home) I 
(205)  470-3246  (Office) 

Muscle  Shoals  Volunteer  Information 
Resource  Center 

Mr  Tom  Elliott/P.O.  Box  2388/Muscle  Shoals, 
Alabama  35660 1(205)  381-1110 

ALASKA 

Alaska  Volunteer  Information 
Resource  Center 

Mrs.  Norma  jean  McCorcle/P.O.  Box 
450/Juneau,  Alaska  99802 1(907)  586-2493 

ARIZONA 

Greater  Phoenix-Tucson  Chapter 

Ms  Barbara  Feldman/ 6560  North  Scottsdale 
Road/Suite  E-101  /Scottsdale,  Arizona 
85253 1(602)991-4910 

CALIFORNIA 
Orange  County  Chapter 

Mrs.  Charlene  Miller/ 14839  Jalisco 
Road  / LaMirada,  California 
90638 1(714)  994-1660  (RP  phone) 

San  Francisco  Bay  Area  Chapter 
Mr.  Leslie  Harris/ 1960  California  Street/San 
Francisco,  California  94109 1(415)  397-3400 
(work)/(415)  771-9352  (home) 

Fresno  Volunteer  Information 
Resource  Center 

Ms.  Jennifer  Williamson  / 1045  S Street/ Fresno, 
California  93721/(209)  486-1490 
( work)f( 209)  227-6036  ( home) 

San  Diego  Volunteer  Information 
Resource  Center 

Ms.  Julia  Groves/3963  Dave's  Way /San  Diego, 
California  92154 1(619)  474-3285  (home)/ 

(619)  690-5359  (RP  phone) 

COLORADO 

Denver  Volunteer  Information 
Resource  Center 

Mr  Bob  Martin /3172  Victor  Street/ Aurora, 

Colorado  8001 1 /(303)  364-4332 

CONNECTICUT 

Connecticut  Chapter 

Mr  Murray  Klein,  President/ 10  Middle 

Street /Bridgeport,  Connecticut 

06604/(203)  374-3303  (evenings)/ 

(203)  333-5133  (days) 

DELAWARE 

Delaware  Volunteer  Information 
Resource  Center 

Marsha  Ross  Berman,  O D /303  West 
Loockerman  Street/ P.O.  Box  537 /Dover, 
Delaware  19901 1(302)  678-1000  or  678-1001 

DISTRICT  OF  COLUMBIA 
Greater  Washington,  D.C.  Chapter 

Dr.  Jack  Gould,  President/6021  Neilwood 
Drive/ Rockville,  Maryland 
20852/(301)  881-3776  ' 


FLORIDA 

Central  Florida  Chapter 

Mr  William  J.  Chatlos,  President/201  River 
View  Drive/ Longwood,  Florida 
32779/(305)  862-0352  (home)/ 

(305)  862-5077  (office) 

Dade-Broward  Chapter 

Mr.  Bill  Edell,  President/3703  N.E.  166th 

Street/ North  Miami  Beach,  Florida 

33160 /(305)  947-3875 

Lee-Collier  Chapter 

Mrs.  Rebecca  Mazzocchi,  President/ 227 

Cypress  Way /Naples,  Florida 

33940/(813)  597-4895 

North  Florida  Chapter 

Mrs.  Adel  Burton,  President/8459  San 

Clemente  Drive/Jacksonville,  Florida 

3221 7/(904)  731-3905  (home) 

Tampa  Chapter 

Ms.  Susan  Yenner,  President/ P.O.  Box 
1669/Tampa,  Florida  33601 1(813)  977-1300 

Ormond  Beach  Volunteer  Information 
Resource  Center 

Mrs.  Gladys  B.  Holton/3  Ellsworth 
Avenue/Ormond  Beach,  Florida 
32074/(904)  677-2870 

GEORGIA 
Atlanta  Chapter 

Trish  Ericson,  President/ 3396  San  Antonio 
Drive,  S.W./Lithonia,  Georgia 
30058 1(404)  979-2449 

HAWAII 

Hawaii  Volunteer  Information 
Resource  Center 

Ms.  Caroline  Lim/45-573  Awanene 
Way/Kanoehe,  Hawaii  96744/(808)  247-0970 

ILLINOIS 
Chicago  Chapter 

Mrs.  Ann  Rasch,  President/ 1011  South 
Waiola/LaGrange,  Illinois  60525/(312)  354-4620 
(home) I (31 2)  354-8108  (RP  pthone) 

INDIANA 

Indianapolis  Chapter 

Nancy  Schwendenmann,  President/ 

P.O.  Box  40565/Indianapolis, 

Indiana  46240 1(317)  844-1968 

KANSAS 

Kansas  Volunteer  Information 
Resource  Center 

Mr.  and  Mrs.  Francis Stambaugh/ Box 
393/Syracuse,  Kansas  67878/(316)  384-7430 

KENTUCKY 

Eastern  Kentucky  Chapter 

Dr.  Tom  Buechler,  President/ 120  River 
Road/Whitesburg,  Kentucky 
4 1858/r 606)  633-4481 
Louisville  Chapter 
Mr  Bruce  Besten,  President/ 

6200  Glen  Hill  Road /Louisville,  Kentucky 
40222/(502)  425-5914  (home)/ 

(502)  458-5303  (work) 

MAINE 

Maine  Volunteer  Information 
Resource  Center 

Mrs.  Ellen  Pelkey/86  Aroostooka 
Avenue/Millinocket,  Maine 
04462 1(207)  723-4338 


MARYLAND 
Baltimore  Chapter 

Mr.  Hersch  Levin,  President/ 

7408  Brompton  Road /Baltimore,  Maryland 
21207  / (301)  655-1011 

MASSACHUSETTS 
Massachusetts  Chapter 

Mr.  Bill  Manser/ RFDA  2 Box  175/Shirley, 
Massachusetts  01 464 /(6 1 7)  534-3770 

MICHIGAN 

Detroit  Volunteer  Information  Resource 
Center 

Leonard  & Sylvia  Handler/ 26 1 20  Stratford 
PI. /Oak  Park,  Ml  4823 7/(313)  559-9077 
Saginaw  Valley  Chapter 
Mrs.  Margaret  Ryan,  President/ P.O.  Box 
1833/Saginaw,  Michigan  48605 K517)  755-2762 
Grand  Rapids  Volunteer  Information 
Resource  Center 

Ms.  Beverly  Breas/1055  Ferris  Street, 

N.W. /Grand  Rapids,  Michigan 
49504 1(616)  784-9281 

MINNESOTA 
Minnesota  Chapter 

Mr.  Peter  Karos,  President /P.O  Box 

24231  /Edina,  Minnesota  55424 1(612)  929-6371 

MISSOURI 

Greater  St.  Louis  Chapter 

Mr.  Richard  Drexler,  President/ P.O  Box 
12238/St.  Louis,  Missouri  6315 7/(314)  997-4625 

MONTANA 

Montana  Volunteer  Information 
Resource  Center 

Mrs.  Serena  Kraft/ Box  498/ Black  Eagle, 
Montana  59414 /(406)  562-3542 

NEVADA 

Southern  Nevada  Chapter 

Mrs.  Linda  Neven,  President/ P.O.  Box 
2070/Henderson,  Nevada  89015 1(702)  565-8604 

NEW  JERSEY 
New  Jersey  Chapter 

Mrs.  Llura  Gund,  President/ 

P.O.  Box  449/ Princeton,  New  Jersey 
08540/(609/  924-8034  (office) 

Northern  New  Jersey  Chapter 

Mrs.  Sandra  Gollob/P.O.  Box  38/ Livingston, 

New  Jersey  07039 

NEW  YORK 

Bronx-Westchester  Chapter 

Mrs.  Louise  Boardman,  President/ 

7 Colvin  Road/Scarsdale,  New'  York 
10583  K914)  472-6644 

Brooklyn  Chapter 

Mrs.  Helen  Davis,  President/ 1818  Newkirk 
Avenue,  Apt.  2C/ Brooklyn,  New'  York 
11 226/ (21 2)  434-1045 

Long  Island  Chapter 

Mrs.  Florence  Tonelson,  President/ 10  Short 
Drive,  Roslyn,  New  York  11576 /(516)  484-0830 
(evenings)  or  Mr.  Elliot  Samnelson/ 

(516)  294-6666  ( days) 

Manhattan  Chapter 

Mrs.  Joan  Ascione/315  East  86th  Street/New’ 
York,  New  York  10028/(272/  876-7589 
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Niagara  Falls  Volunteer  Information 
Resource  Center 

Mr.  Ellery  Gibbs/2  Buffalo  Avenue  # 1 1 /Niagra 
Falls,  New  York  14303/(726)  284-6200 

NORTH  CAROLINA 
Piedmont  Chapter 

Mrs.  Marilyn  Green,  President/ 3800  West 
Wendover  Avenue /Greensboro,  North 
Carolina  27407/(929)  294-3731 
(home)/ (919)  292-8124  (office) 

OHIO 

Greater  Cleveland  Chapter 

Mr  Jack  Bennett,  President/P. O.  Box 
379145/Maple  Heights,  Ohio 
4413 7/(216)  662-4371 
Columbus  Volunteer  Information 
Resource  Center 
Ms.  Rae  Fellows,  Vision 
Specialist/Comprehensive  Eye  Center/700 
Children's  Dnve/Columbus,  Ohio 
43205 1(614)461-2854 

OKLAHOMA 

Oklahoma  Volunteer  Information 
Resource  Center 

Mr.  William  Walters/ 1546  South  76th  East 
Avenue/Tulsa, 

Oklahoma  741 12/(928)  663-5555 

OREGON 

Oregon  Volunteer  Information 
Resource  Center 

Mr.  Larry  Harper/ 1 1 1 S.W.  Harrison  Street, 
#7-A/ Portland,  Oregon  97201  /(503)  222-7483 

PENNSYLVANIA 

Allentown-Bethlehem-Easton  (ABE)  Chapter 
Mr.  Donald  James,  President/ 3550  Rocky 
Lane/Easton,  Pennsylvania  18042/ 

(225)  252-0322 

Greater  Philadelphia  Chapter 

Mrs.  Susan  Clardy,  President/ 2033  East  Arizona 
Street/Philadelphia,  Pennsylvania  19125/ 

(215)  739-8042 

Mechanicsburg  Volunteer  Information 
Resource  Center 

Mr  Neil  Appleby/4713  Delbrook 
Road  /Mechanicsburg,  Pennsylvania 
17055/(727)  761-4907 

RHODE  ISLAND 
Rhode  Island  Chapter 

Mr.  Anthony  Vellucci,  President/436  Academy 
Avenue /Providence,  Rhode  Island 
02908/(402)  596-2091 

SOUTH  CAROLINA 
Blue  Ridge  Chapter 

Mr  Jake  Green,  President/35  Conway 
Drive/Greenville,  South  Carolina 
29615/(803)  233-9935 

TENNESSEE 

West  Tennessee  Chapter 

Mr  Mike  Melton/5832  Macleod/Memphis, 
Tennessee  381 19/(902)  683-8297 

TEXAS 

Dallas  Chapter 

Mr.  Donald  Flint,  President/ 4400  Alpha 
Road/Dallas,  Texas 75234/(224)  386-9153 


Houston  Gulf  Coast  Chapter 

Mr  Robert  Cleveland,  President /P.O.  Box 
19395 /Houston,  Texas  77224/(713)  659-8711 
(work)/ (713)  797-1777,  ex 1. 501  (RP  phone) 

Fort  Worth  Volunteer  Information 
Resource  Center 

Mr.  Phil  Green/3500  Biddison/ 

Fort  Worth,  Texas  76109/(827)  926-6953 

UTAH 

Utah  Chapter 

Mrs.  Martha  Lapetina,  President/4196  Abinadi 
Road/Salt  Lake  City,  Utah  841 17/(801 ) 278-3591 

VERMONT 

Vermont  Volunteer  Information 
Resource  Center 

Mr  Tom  Peltz  and  Ms.  Christine  Leghorn/20 
West  Canal  Street  #409/ Winooski,  Vermont 
05404 /(802)  655-9356  (home)/ 

(802)  899-2911  (work) 

VIRGINIA 

Central  Virginia  Chapter 

Mr  John  J.  Trageser,  President/ P.O.  Box 
240/ Richmond,  Virginia  23202/(804)  769-2260 
(home)/ (804)  270-2023  (RP  phone) 

WASHINGTON 
Puget  Sound  Chapter 

Mr.  Emil  Hayashi,  President/ 

2916  18th  Avenue  South /Seattle,  Washington 
98144/(206)  545-7216 

WEST  VIRGINIA 

West  Virginia  Volunteer  Information 
Resource  Center 

Mr.  Mark  Wyatt/Route  4,  Box  561  /Weston, 

West  Virginia  26452/(304)  269-6348 

WISCONSIN 

Wisconsin  Volunteer  Information 
Resource  Center 

Ms.  Connie  Bubnich/P.O.  Box  21969/ 
Milwaukee,  Wisconsin  53221/ 

(424)  282-2828  (RP  phone) 

WYOMING 

Wyoming  Volunteer  Information 
Resource  Center 

Mr  Joseph  Schickich/P.O.  Box  1850/ 

Casper,  Wyoming  82602 1(307)  234-2534 


Foreign  Foundations 

ARGENTINA 

Furepa  (Fundacion  RP  de  Argentina) 

LuisCriscaut,  Vice  President/ Malabia 
26699-10/Capital  Federal  / Buenos  Aires, 
Argentina 

AUSTRALIA 

Australian  Retinitis  Pigmentosa  Assn. 

Robert  J.  Daniel,  President/43  Sexton 
Road  / Inglewood  / Western  Australia 
6052/ Australia 

AUSTRIA 

Peter  Heilig,  M.D./II.  Universitats- 
Augenklinik/Vorstand:  Prof.  Dr.  H. 

Slezak/  A- 1090  Wien,  Alser  Strasse  4/  Austria 


CANADA 


sanchelee  Burke,  Executive  Director/ 185 

LP5r^enUe'  Rm' 41 1 /Toro">°.  Ontario 
Mi  1 2C6/Canada/ Phone:  416-598-4951 


COSTA  RICA 

Fundacion  Costarricense  De  Retinosis 
Pigmentaria 

Francisco  Munoz,  President/ Apartado  312 
Zapote/San  Jose,  Costa  Rica 


FINLAND 
Finnish  RP  Society 

Helena  Viitasaari,  International 
Contact/ Alkutie41E/00660  Helsinki 

66/Finland 


INDIA 

RP  Society  of  Bangalore 

Laxmiporam  P.  Sri  Vatsa,  President/ 168/3 
South  Cross  Road/Basaranagadi,  Bangalore 
56004 /India /Phone:  63759, 63307 

IRELAND 

RP  Ireland  — Fighting  Blindness 

Michael  Griffith,  Chairman/ 10 
Hazelwood /Shankill /Co.  Dublin/Ireland 

ISRAEL 

Dr.  Dan  Yaalon/ Department  of 

Geology /Hebrew  University/Jerusalem,  Israel 

ITALY 

Italian  Retinal  Association 

Dr.  Fernando  Chiodi,  President/Via  Dei  Tigli 
33,0038/ Valmontone  (Rome)/Italy/P/»o;;c;  (06) 
9598117 

PANAMA 

Mr.  Donald  Halman/ Apartado  1687/Panama 
9-A  R.P. 


THE  NETHERLANDS 

Retinitis  Pigmentosa  Vereniging  Nederland 

(RPVN) 

Han  Van  Velzen,  Treasurer/6  Van 
Teylingenlaan/1701  AB  Heerhugowaard/The 
Netherlands 


NEW  ZEALAND 

Retinitis  Pigmentosa  Support  Group 

Peter  McGlinchey,  President/ 1 14  Cranf rod 
Street/Christchurch  1 /New  Zealand 

SOUTH  AFRICA 
RP  Foundation  of  South  Africa 

Gina  Fazakerley,  Ph  D.,  President/Box 
125/Newlands  7700/CapeTown,  Cape 
Province/South  Africa 

SWITZERLAND 
Swiss  RP  Association 

Dr.  Esther  Guignard, 

Secretary /Scheuchzerstrasse  24/CH— 8006 
Zurich  /Switzerland 

UNITED  KINGDOM 
British  RP  Society 

Lynda  Drummond-Walker,  Secretary/ 

24  Pa  1 mer  Close  / Redh  i 1 1 / Surrey  RH 1 
4BX/ England 

WEST  GERMANY 

German  Retinitis  Pigmentosa  Society 

Dr.  Rainald  von  Gizycki,  President /Werner 
von  Braun  Street  39/6367 
Karben/West  Germany 
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Where  We  Are  Located 


RP  Foundation  Fighting  Blindness 

8331  Mindale  Circle 
Baltimore,  Maryland  21207 


tst  strength 


301-655-1011 


